Introduction {#sec1-1}
============

Cancer and its treatment have more than a physical impact. There are emotional, psychosocial, and practical consequences as well.\[[@ref1]\] Individuals who have been diagnosed with this disease have indicated the importance of information, effective communication, and emotional support in helping them cope with these consequences.\[[@ref2][@ref3][@ref4][@ref5][@ref6]\] Given its importance, the provision of relevant, understandable information is considered a dimension of quality cancer care.\[[@ref7][@ref8]\]

Cancer is, most frequently, a disease of aging. Forty-three percentage of cancer diagnoses are made in individuals who are over 70 years of age.\[[@ref9]\] As the population profile changes over the next decade, and the "baby boomer" generation moves into this age bracket, we can anticipate having increasing numbers of older adults in our cancer centers. This age group will form a significant proportion of the patient population attending cancer programs.

Aging is a highly individualized, multidimensional process and the older population is highly diverse.\[[@ref10]\] Their approaches to learning and coping differs from younger individuals. The services that would benefit older adult cancer patients and assist in their understanding of the disease and adaptation may need to be adapted. They may have different requirements for information, communication, and support both in terms of content and the ways in which they access this information. To date, this has been an understudied area.

Background {#sec2-1}
----------

### Provision of information for cancer patients {#sec3-1}

Information has an important role in helping cancer patients cope with the effects of cancer treatment and its consequences.\[[@ref11][@ref12]\] Information has been cited as a critical need by individuals at all points of the cancer journey.\[[@ref4][@ref6][@ref13]\] The evidence supports the idea that most, although not all, cancer patients want to be fully informed and receive as much information as possible.

The information helps individuals in a number of ways. Relevant information assists in decision-making and problem-solving, reducing anxiety or emotional distress, and in preparing for future events.\[[@ref14][@ref15][@ref16]\] Without relevant information, the skills needed for self-management may not be learned, and patients may not be able to engage in informed decision-making about their care.\[[@ref17][@ref18]\]

The type of information cancer patients want to receive has been well-documented.\[[@ref19][@ref20][@ref21][@ref22]\] The information reported as most important relates to the medical condition (cancer as a disease), its treatment, and side effects.\[[@ref23]\] Although not rated as highly, patients perceive it is also important to have information about emotional changes, practical issues, and the availability of support services.

At the same time, the evidence illustrates that different people want different types and amounts of information at different times.\[[@ref24]\] Given individuals learn and cope in different ways, the nature of the information they require and the way it should be delivered may differ. One of the challenges clinicians face in providing information was to determine and be able to manage who requires what information, at what point in time. In addition, if an individual is experiencing emotional distress, their capacity to comprehend information can be compromised.\[[@ref25][@ref26][@ref27]\] This is particularly, the case, if the information is new or complex.

How cancer care team members communicate is an important aspect in providing information to cancer patients.\[[@ref28]\] Cancer patients expect the information; they receive will be relevant to their situation, correct, current (up-to-date), understandable, and provided first and foremost by the physician and nurse.\[[@ref4]\] They also recommend that information be available in various formats to match different individuals learning styles.\[[@ref22]\] However, patients across Canada report there are often gaps in the provision of information in ambulatory oncology settings.\[[@ref29]\]

In summary, a good deal of evidence is available from a cancer patient perspective to guide cancer teams in organizing general initiatives regarding the provision of information. However, given the growing population of older adults, it remains unclear if their learning and coping needs would require a targeted approach to information provision.

### Potential challenges for older adult cancer patients {#sec3-2}

The older adult facing a cancer diagnosis and treatment can be facing a variety of challenges, which could influence their accessing and understanding cancer-related information. As the body ages, deterioration can occur in functional, emotional, socioeconomic, and cognitive areas at various rates of decline.\[[@ref30]\] Preexisting health problems and conditions may influence the actual decisions to treat cancer. In some cases, barriers to treatment are perceived as functional status, available social support, and transportation.\[[@ref31]\] Concerns are frequently raised about the capacity of older adults to tolerate the toxicities associated with treatment and the impact of co-morbid conditions on the final outcomes.\[[@ref32]\] The decreasing mobility, diminishing cognitive status, and increasing frailty that can accompany growing older may limit tolerance for treatment, as well as the capacity to cope with the added burdens of cancer. This age cohort may also struggle with poor eyesight, diminished hearing capacity, and issues of literacy. Such factors can influence the capacity for older adults to attend to and absorb any education or learning about cancer and its treatment. These factors would suggest adjustments are needed in health provider communication, teaching materials, teaching time, and educational approaches.

In addition, older adults may face specific attitudes of ageism on the part of health care providers. Such attitudes can influence the way the provider speaks with the older person, includes them in the conversation, involves them in the decision-making about their care, and what education interventions they recommend. It has also been reported that older adults may cope better psychologically than younger individuals because of their life experiences and coming to terms with their mortality.\[[@ref33]\] On the other hand, the current cohort of older adults is less likely to challenge a physician\'s authority and are often more comfortable having someone else make the decisions for them.\[[@ref34]\] These factors may also influence the perspectives of older cancer patients on the information they require. We thought that documenting perspectives of older adults undergoing cancer treatment about the cancer-related information they receive could inform future patient education programing and delivery.

Purpose {#sec2-2}
-------

This study was undertaken with the aim of documenting perspectives of older adults receiving cancer treatment about the cancer-related information they receive. The specific objectives of the work were fourfold:

To identify the importance older cancer patients on treatment assign to specific types of cancer-related information.To identify the satisfaction older cancer patients on treatment have with the information they received,To determine if there were significant differences in the ratings of older adults cancer patients in two age groups (i.e., old = 65-79 years; very old = 80+ years), andTo explore the barriers to effective cancer-related information provision for older cancer patients on treatment.

We anticipated the work would allow deeper insight into specific information needs of the older adult receiving cancer treatment and provide a basis for future program design and patient education development.

Materials and Methods {#sec1-2}
=====================

Study design {#sec2-3}
------------

This study was approved by the Institutional Research Ethics Review Board. It was conducted in two phases with separate samples. The first phase used a standardized survey to gather data from a large convenience sample of older adults receiving cancer treatment about the importance and satisfaction with the cancer-related information they had received. The second phase utilized a small convenience sample of individuals 65 years and older who participated in a semi-structured interview concerning their perspectives about the provision of information. The findings from both phases will be summarized in this article.

Patient accrual and data collection {#sec2-4}
-----------------------------------

Patients were eligible for this study, if they were diagnosed with cancer (any type), 65 years of age or older at the time of their diagnosis, and able to communicate and provide data in English. For the survey portion of the study, patients were approached in the reception area of the ambulatory cancer center while they were waiting for their clinic appointments. The research coordinator explained the study and invited people to participate. Those who consented to participation completed the Cancer Patient Information Importance/Satisfaction Tool\[[@ref23]\] and returned it to the coordinator. The survey took between 6 and 10 min to complete.

For the interview portion of the study, a separate sample of individuals was accrued. Individuals were approached in the reception area of the ambulatory cancer center by the research coordinator while they were waiting for their clinic appointments. The research coordinator explained the study and invited participation. Those patients who consented to participation underwent an interview concerning their perspectives about the provision of information during their cancer experience. The interviews were face-to-face and conduct in a private setting away from the reception area. The interviews lasted between 10 and 25 min, and data were recorded by the research coordinator.

Data collection and instruments {#sec2-5}
-------------------------------

Survey data were gathered using the Cancer Patient Information Importance/Satisfaction Tool.\[[@ref23]\] In addition to demographic data (i.e., gender, age, type of cancer, date of diagnosis), the tool contains 12 items measuring the importance of selected cancer-related information topics and 12 items measuring satisfaction with the information received on the same topics. Two additional items were incorporated into the survey to ask about MyChart (a specific portal that offers access to the patient\'s health record) and information related to paying for the cost of medications. Ratings for each item are completed on a 5-point Likert scale (low of 0 to high of 4). The instrument can be used as a checklist, to produce topic or item specific scores, or as a two-scale measure, producing an importance and a satisfaction score. In a mixed group of 540 cancer outpatients, the Cronbach\'s alphas were 0.89 for the importance subscale and 0.92 for the satisfaction subscale.

The interview schedule was created for the purposes of this study. The initial questions in the interview elicited patient perspectives about the information they had received following their diagnosis, who had provided the information, and how understandable or helpful the information was for them. The second part of the interview provided an opportunity to explore the individuals' viewpoints about the availability of information, what sources (i.e., books, internet, brochures, etc.) he or she had used to access information, and how helpful they found each of these sources. The final interview questions focused on any barriers that had been experienced in the search for information and suggestions the individuals had for future educational approaches for older adults.

Statistical analysis {#sec2-6}
--------------------

Data were grouped for analysis on the basis of age: 65-79 years (old) and 80 and older (very old). Within each group, descriptive statistics were generated for the demographic variables time since diagnosis, gender, and type of cancer. To answer objective 1 and 2, mean item scores were calculated for each of the importance and satisfaction items and mean total scores were calculated for the importance subscale and the satisfaction subscale. Student\'s *t*-test was utilized to answer objective 3. The Statistical Package for the Social Sciences (SPSS version 16.0) was utilized for the analysis.

Interview records were also divided according to the same age groups and subjected to a standard content analysis\[[@ref35]\] to answer objective 4. The content for each question was treated separately and summarized; subsequently, key ideas for coding categories were identified across all questions. The analysis was completed by the primary author and the research coordinator. Each read the transcripts separately and made marginal notes regarding the key messages or coding categories. The notes were discussed together, and agreement reached on the definitions for the code categories. Final coding was completed by the primary author using the agreed upon code categories.

Results {#sec1-3}
=======

Following the presentation of the demographic information for both samples, the results will be presented for the survey portion of the study followed by the results from the interview sample.

Sample demographics {#sec2-7}
-------------------

A total of 684 older adults with cancer participated in the survey portion of this study \[[Table 1a](#T1){ref-type="table"}\]. One hundred and thirty were 80 years and above. The average age of those in the 65-79 years old group was 71.2 (range: 65-79) while the average in the group of 80 years and above was 83.6 (range: 80-93). Participants ranged from within 1-month since diagnosis to 23 years. On average, participants were 2.8 years since their diagnosis. The sample reflected a variety of cancer types.

###### 

Demographic characteristics for survey respondents (*n* = 684)

  Demographic items               65-79 years   80+ years           
  ------------------------------- ------------- ----------- ------- -------
  Number in sample                321           233         78      52
  Average age (years)                                               
   Mean                           71.34         71.07       83.36   83.88
   Range                          65-79         65-69       80-93   80-93
  Time since diagnosis (months)                                     
   Mean                           34.16         28.71       48.00   28.09
   Range                          1-276         1-276       1-276   1-132
  Diagnosis type                                                    
   Breast                         4             71          ---     8
   Gynecological                  ---           38          ---     8
   GI                             43            28          7       3
   GU                             142           10          23      1
   H and N                        31            11          4       2
   Other                          90            67          40      29

GI: Gastrointestinal, GU: Genitourinary

A total of 39 individuals participated in the interview portion of this study \[[Table 1b](#T2){ref-type="table"}\]. Eleven were 80 years of age and above. The average age of those in the 65-79 years old group was 71.3 (range: 66-78) while the average in the group of 80 years and above was 82.8 (range: 80-88). Participants ranged from within 1-month of diagnosis to 5.8 years. On average, participants were 2 years since they had been diagnosed. The sample contained individuals across a range of cancer disease types.

###### 

Selected demographic characteristics for interview respondents (*n* = 39)

  Demographic items               65-79 years   80+ years           
  ------------------------------- ------------- ----------- ------- -------
  Number in sample                16            12          7       4
  Average age (years)                                               
   Mean                           72.2          70.3        83.1    82.5
   Range                          66-78         66-79       80-88   81-86
  Time since diagnosis (months)                                     
   Mean                           19.8          16.3        33.1    27.5
   Range                          2-36          1-31        18-66   11-70
  Diagnosis type                                                    
   Breast                         ---           5           ---     3
   Gynecological                  ---           2           ---     ---
   GI                             8             ---         3       ---
   GU                             4             ---         1       ---
   H and N                        2             2           2       1
   Other                          2             3           1       ---

GI: Gastrointestinal, GU: Genitourinary

Cancer patient information importance and satisfaction scores {#sec2-8}
-------------------------------------------------------------

The total scores for the Importance subscale could range from 0 (low) to 48 (high). The mean total scores for importance were 37.78 (standard deviation \[SD\] = 9.57) for 65-79 years group, and 37.50 (SD = 10.01) for 80, and over group \[[Table 2](#T3){ref-type="table"}\]. There was a significant difference noted between the mean total scores for the men (mean = 36.14, SD = 9.90) and the women (mean = 40.06, SD = 8.59) in the 65-79 years group (*t* = 4.86, *P* \< 0.01).

###### 

Mean ratings for importance of information and satisfaction with information received

  Importance and satisfaction total scores (*n* = 660)\*                   
  -------------------------------------------------------- ------- ------- -------
  Importance rating                                                        
  65-79 years                                                              
   *n*                                                     310     223     533
   Mean                                                    36.14   40.06   37.78
   SD                                                      9.90    8.59    9.57
  80+ years                                                                
   *n*                                                     75      52      127
   Mean                                                    36.79   38.52   37.50
   SD                                                      9.24    11.04   10.01
  Satisfaction rating                                                      
  65-79 years                                                              
   *n*                                                     301     221     522
   Mean                                                    34.43   33.61   34.08
   SD                                                      10.62   10.82   10.70
  80+ years                                                                
   *n*                                                     73      50      123
   Mean                                                    32.71   31.86   32.37
   SD                                                      10.22   12.18   11.02

\*Twenty-four (3.5%) of the surveys from the total sample were incomplete. SD: Standard deviation

The total scores for the satisfaction subscale could range from 0 (low) to 48 (high). The mean total scores for satisfaction were 34.08 (SD = 10.70) for 65-79 years group, and 32.37 (SD = 11.02) for 80, and over group \[[Table 2](#T3){ref-type="table"}\]. No significant differences were noted in the total mean scores between the groups divided by age or gender.

Item scores for importance could range from 0 (low) to 4 (high). Average item scores for importance ranged from 3.72 to 2.06. Mean scores were highest for the disease, treatment, and side effect items in both age groups \[[Figure 1](#F1){ref-type="fig"}\]. Lowest mean scores were seen for information about self-help groups and how to speak with another individual who has cancer. No statistically significant differences were noted in the item ratings between the two age groups.

![Importance scores by item for two groups of older adult cancer patients.](APJON-2-160-g001){#F1}

Item scores for satisfaction could range from 0 (low) to 4 (high). Average item scores for satisfaction ranged from 3.51 to 2.07. Mean scores were highest for the disease, treatment and side effect items in both age groups \[[Figure 2](#F2){ref-type="fig"}\]. Lowest means scores were observed for information about self-help groups and how to speak with an individual who had cancer. No statistically significant differences were noted in the item ratings between the two age groups.

![Satisfaction scores by item for two groups of older adult cancer patients.](APJON-2-160-g002){#F2}

Perspectives from interviews {#sec2-9}
----------------------------

Despite the variation in ages, interview participants shared very similar perspectives about accessing cancer information. All indicated they had been given information from their cancer care providers, citing physicians and nurses most frequently. They did not have to ask for basic information and found the information they were given was fairly easy to understand. If they had concerns, they found they could ask questions and either the physician or nurse would help to clarify information for them. For the most part, participants found the information they received was relevant and helpful, but there were times they wanted more detail and more time to talk in greater depth about information that was specific to their individual situation. Some struggled with the medical language and statistics used by the providers.

When asked about barriers to accessing information or ways in which the provision of information could be improved, participants made several practical suggestions. One of the most frequently expressed comments is captured in the following quote from one participant: "Make it easy to find. Do not make me have to search it out or have to ask for it." Sometimes individuals did not know where to go in the cancer center for information while others indicated their lack of mobility made it a challenge to walk around and look for information. Having readily available sources of information in the waiting areas of the clinic was seen as useful.

Participants described their conversations with health care providers as frequently "...too fast and full of technical or medical jargon." They recommended health care professionals needed to think about their language and the speed at which they spoke. It is an emotional time for patients, and they are trying to grapple with information that is new to them. One participant stated: "Take more time with me, get my point of view; take the time to talk and do not be in such a rush."

Participants also suggested that as much information as possible ought to be written down so that they could take it home with them and read it through later, either by themselves or with their family members. In the words of one participant: "Give me more written information to take home, increase the quantity. I can forget some of the conversation and need to read it and think about it after." In particular, participants wanted the written information to be specific, simplified, and detailed for their specific situation. One participant stated: "Simplify everything and write it down as though you were writing for a 5-year old."

Finally, participants spoke about the sources of information they had accessed in addition to speaking with health care professionals and provided a rating of the usefulness of these sources on a 10-point scale \[[Table 3](#T4){ref-type="table"}\]. During the interview, all of the females and all but 2 of the males identified health care professionals as the primary source of their information. Beyond health care professionals, the most frequently identified sources of information were seminars at the cancer center (21/39), the Internet (20/39), and pamphlets from the cancer center (19/39). Usefulness scores for each source of information varied widely across the respondents.

###### 

Sources of information used by older adult cancer patients

  Sources of information used by older adult cancer patients as reported in interviews                                      
  -------------------------------------------------------------------------------------- ---- ----- --- ----- --- ----- --- -----
  Internet                                                                               10   6.4   9   6.9   1   6.5   1   3.0
  Pamphlets                                                                              5    4.9   7   8.2   3   5.5   1   5.0
  Seminars                                                                               5    6.2   8   7.1   2   7.0       
  Articles                                                                               5    4.4   3   3.3   2   8.0       
  Video                                                                                  4    5.5   5   7.0             1   6.0
  Tapes                                                                                  1    ---   1   ---                 

Discussion {#sec1-4}
==========

This work was undertaken to understand more about the perspectives of older adults with cancer regarding the provision of cancer-related information. The data were gathered in one large tertiary cancer center and needed to be interpreted in that context.

The older adults in this study rated information as important, but their satisfaction with what is provided varies. The importance they assign to disease and treatment related topics has been reported in other investigations and is a common perspective across all cancer patient age groups.\[[@ref36]\]

Utilizing both quantitative and qualitative methods provided helpful insight into the experiences of older adults receiving cancer treatment concerning access and use of cancer-related information. The satisfaction scores indicated a range of perspectives from high to low while the interviews illustrated some of the reasons behind the varied satisfaction ratings. It should be noted the interview sample included individuals who self-selected to be participants. Overall the sample included highly functioning individuals who were not experiencing challenges in terms of English, literacy, eyesight, or hearing. Nonetheless, they still described specific ways improvements could be made to improve the provision of information during the cancer experience. Their comments were focused on very practical ideas with direct implications for clinicians caring for older adults with cancer (i.e., speak more slowly, use less medical jargon, write information down). The older adults suggested that clinicians get to know the person, and his or her unique perspective, so that the information and its presentation could be tailored to the individual. Having a personal conversation was a valued aspect of the interaction with health care professionals as was being treated as an individual. These are all ideas that are in keeping with the tenets of person centered care and are considered to be aspects of quality cancer care.\[[@ref7][@ref37]\]

There were no statistically significant differences between the two age groups regarding the ratings for importance and satisfaction except men and women in the 65-79 years old group on importance. This mirrors other reports on gender differences regarding the importance of information and supports recommendations to tailor information delivery for women and men.\[[@ref36]\] However, it is not clear why the observation did not emerge for the 80 and above age group.

The interview data suggest that older cancer patients are using a variety of sources of information. After talking with health care professionals as the primary source of information, older adults reported group-based programs (seminars, classroom programs), where interaction can occur, were popular. Having access to written materials was also seen as helpful. The use of internet was frequent in this small sample and bears future consideration from a research and evaluation perspective. Given the growth in the use of electronically based media and social network tools, there is an opportunity to develop appropriate age applications.

Implications {#sec2-10}
------------

Although these data were derived from one setting, the implications for practice emerging from this study are clear. Participants provided useful suggestions, especially for cancer nurses to consider in light of the significant proportion of cancer patients who will be in the older age groups in the future.

Cancer nurses need to consider their verbal interactions with older adults and generally think about the speed with which they speak and the choice of language. It is important to ensure the language is user-friendly and understandable rather than being highly populated with medical words. Nurses also need to determine how they can learn quickly about the individual and what is important to that person, and adapt the conversation accordingly. In particular, finding out what the person thinks is important to know, obtaining his or her perspective on relevant topics, and making certain those topics are discussed clearly and in sufficient detail for that person could contribute to patient satisfaction. Furthermore, making use of written materials to support any teaching or sharing of information, rather than relying on the verbal conversation alone, will be useful to the older patient. The patient can take the material home, review it as necessary, and share it with their family members.

As for patient education programs, there are implications from this study as well. One of the main suggestions from patients was to make information easily available and in written form. Having pamphlets and posted materials within a cancer facility, clearly visible, means that older adults do not have to walk distances to access materials. Clearly, individuals have specific preferences for different types of formats and sources. Having a choice of formats (i.e., written, video, audio tapes, etc.) would be useful. Clear signage about where materials are located and where older patients can access resources is imperative.

Future exploration might be helpful to determine whether cancer nurses would like support in their interactions with older adults. Investigating current practices of cancer nurses in providing information to older cancer patients, the resources they currently use, and the skill level they possess in patient education delivery could provide a basis for determining how best to support them. It may be helpful to consider offering staff nurses educational programs about the learning needs of older adults and the best approaches to use in teaching this population. Such educational programs for nurses could augment their existing competencies by engaging them in coaching activities surrounding effective communication or patient teaching approaches. Providing appropriate written materials for nurses to give to patients during a conversation with the older cancer patient would also be beneficial.

Finally, this work could be replicated in other cancer centers. The Cancer Patient Information Importance/Satisfaction Tool exists in both English and French,\[[@ref36]\] but could also be translated into other languages for use in other countries. The anticipated growth in older cancer patient populations in various parts of the world raises questions about their needs for cancer-related information and how best to provide that information to be culturally and age appropriate.
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